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Universal children's day on 20 November 2014 marked the 25th anniversary of the UN Convention on the Rights of the Child (UNCRC,1989) 2 and the 55th anniversary of the Declaration of the Rights of the Child (1959). 3 Twenty-five years after the UNCRC, this article explores the rights of children and young people (CYP) to participate in decisions about their healthcare, and the benefits of doing so; we then examine where we are now with respect to the voices of CYP in health. This article addresses this final question through three aspects: first, by celebrating the progress made over the last quarter of a century-particularly with respect to policy development-both in the UK and internationally; second, by identifying ongoing areas of concern, with suggestions as to where to focus our efforts next; and finally, by calling for a change in culture. This change of culture is suggested through four positive concrete steps: a greater dissemination of guidance and examples of good practice, greater evaluation of the participatory process, appropriate training and procedures in place to support CYP participation and finally encouraging increased involvement of CYP in improving their own health. Through these steps, we aim towards a culture where CYP are valued, heard, understood and, ultimately, their rights are respected.
THE RIGHTS OF CYP AND PARTICIPATION
With the UNCRC having been ratified by most UN member countries (the UK in 1991), such landmark agreements focus attention on the fundamental and inalienable rights applicable to every child and young person worldwide. An important element of these rights is the right to participate in decisions about their own care, including their healthcare. Support for the participatory role of CYP includes the right to express their views in all matters that affect them, 'the views of the child being given due weight in accordance with the age and maturity of the child' (Article 12); 'the right to freedom of expression' (Article 13); 'freedom of thought' (Article 14); 'the right to freedom of association' (Article 15) and 'the right to information' (Articles 13 and 17). Particularly applicable to the right of CYP to participate in decisions about their health is Article 24, Section 2 (e), which is 'to ensure that all segments of society, in particular parents and children, are informed, have access to education and are supported in the use of basic knowledge of child health and nutrition, the advantages of breast feeding, hygiene and environmental sanitation and the prevention of accidents'.
Evidence shows that CYP highly value their participatory involvement in healthcare, 4 5 that they see this as an important priority 6 7 and that there are benefits to both services and users in consulting CYP. [8] [9] [10] [11] While different degrees of participation may be relevant in different circumstances, 12 if participation is 'a process where someone influences decisions about their lives and this leads to change', 4 it should be more than just a tokenistic exchange. Rather, participation should be essential in the endeavour to get CYP views into the system of health planning and policy. Twenty-five years after CYP were given the right to 'say what they think', are they any nearer that goal?
THE VOICES OF CYP IN THE UNITED KINGDOM
Any policy written about CYP should incorporate their opinions. Understanding their motivations is imperative in ensuring that policy recommendations are appropriate and that CYP are likely to understand and respond to them. Indeed, involving every patient in their own care has become a gold standard, as outlined in the NHS Constitution 13 and in the 2010 White Paper, 'Equity and Excellence: Liberating the NHS'.
14 The White Paper was based on the principle of 'no decision about me, without me' and emphasised that 'involving patients in their care and treatment improves their health outcomes, boosts their satisfaction with services received, and increases not just their knowledge and understanding of their health status but also their adherence to a chosen treatment'. This applies just as much to CYP as any other patient group. 15 The 2012 annual report of the Chief Medical Officer of England, 'Our children deserve better: prevention pays', 1 highlighted the prominence of CYP as central to health policy in the NHS and celebrated their growing 'participatory role' in the English health system over recent years (box 1). The report presented a CYP manifesto for health and well-being. Building on this manifesto, one important recommendation was the development of a new 'health deal'-a vision for engaging CYP in their health and health services.
There have also been a number of recent developments in Scotland, Northern Ireland and Wales. For example, in Scotland 10 years ago, the West Lothian Children's Rights Forum was established to 'give looked after CYP a voice and a structure to influence decision makers'. 16 In Northern Ireland, the CYP's Strategic Partnership (CYPSP) was founded in 2011 to bring together a range of agencies to improve the lives of CYP. As an extension of this, a strategy was developed to ensure a participatory role of CYP in the CYPSP with the aim that 'CYP will be active participants in the planning of services and that their experiences, views and ideas help inform the planning process'. 17 In Wales, almost a decade ago, the Welsh National Service Framework (NSF) recommended that agencies develop a timetabled plan for implementing a policy for the participation and partnership of CYP and their families in both planning and evaluating services affecting them.
THE GLOBAL CONTEXT
Beyond the UK, there are many lessons to be learned about how voices of CYP are changing the way that decisions are made and services are delivered across all five WHO regions. 18 One important example in high-income countries is the 2011 Guidelines for Child Friendly Healthcare, which were endorsed by 47 members of the Council of Europe, following extensive consultation with over 2000 CYP in 22 countries. 19 These guidelines are explicitly based on CYP rights within the UNCRC, as well as their wider views and priorities. Parallel work in other countries includes the Youth Friendly Hospital Programme in Australia and the Give Youth a Voice questionnaire developed in Canada.
The right for CYP to be heard was a key strand of the WHO's early work to improve services for adolescents in lowincome and middle-income countries, summarised in Adolescent Friendly Services: An Agenda for Change, 2002. 20 This report highlighted widespread shortcomings in the ability of health services to meet the needs of adolescents, and advocated for the development of adolescent-friendly services. To illustrate this approach, the WHO reported many innovative projects serving diverse populations-from street children in the Philippines to adolescents in remote rural communities in Mexico. Violence and social inequalities were major themes in the Americas, nutrition and mental health needs in India and sexual health/HIV a common focus in many areas, including Africa and Eastern Europe.
The global evidence base for CYP participation in health is also growing rapidly, with the recent publication of a systematic review of young people's perspectives on healthcare quality and three validated measures of young-personfriendly care. 6 21-23 This work covered: development and validation of a new survey of primary care for young people in Bosnia and Herzegovina; quality standards developed in partnership with professionals and young people at a wide range of community and hospital services in England; and a framework for defining and measuring quality of inpatient care developed in partnership with young researchers in Australia. These projects demonstrate how common participation themes may be applied in different ways depending on the context. Recent work in many countries also reinforces how the research and policy in this field has broadened over the last decade from a focus on adolescents (10-19 years) to include the voice of younger children and young adults, ranging from preschool children to young people aged up to 25 years.
WHERE NEXT?
As the UNCRC enters its 25th year, we can see that there is much to celebrate; a great deal has been achieved in the UK and worldwide to ensure that CYP's views are represented in health.
There is, however, still much work to be done. Since the UNCRC was ratified, there has been no shortage of guidance about how to ensure a participatory role of CYP in healthcare; 8 12 yet, according to the Children's Commissioner for England's 2013 report: 'children's participation has not been sufficiently embedded into everyday practice and largely relies on the commitment of key individuals'. 5 This report highlighted that, of 102 local health plans, only 28% actively involved CYP. A recent report prepared by the Patient Experience Network for NHS England found that less than half of the respondents had a specific CYP strategy, that most survey and development work were centred on adults' views, with comparatively greater weight given to the adults' viewpoint. 24 It is not only in England where participation of CYP is 'not sufficiently embedded' despite previous progress; in Wales, CYP panels were proposed for every hospital as part of the Welsh NSF recommendations, but few have come to fruition, 25 and from September 2014, the Welsh Children's Assembly had its core funding withdrawn by the Welsh Government. 26 Although far from the whole solution, the extent to which CYP rights are met in the future may depend on a change in culture in four key areas.
First, there is a need for greater dissemination of the available guidance, with the aim of demystifying the process of participation and ensuring that it is done well. Many professionals are deterred by fears that CYP have insufficient understanding to participate meaningfully or that too many resources are required.
11 Participation activities need not be expensive, and there are examples of good practice ranging from the formation of a hospital trust youth engagement team to a school competition to design the interior of a new local paediatric intensive care unit. 24 For sustainable, highquality participation activity, it is also important to ensure the inclusion of the full range and diversity of voices among patients attending that service. Depending on the context, this may involve ensuring representation of CYP from all socio-demographic groups, a range of ages and those with a wide range of medical conditions. High-quality, practical guidance is available, which shows what is possible (even with very few resources), and can ensure that potential pitfalls are avoided. 12 27 Second, there is a need for greater evaluation of how lessons learnt through the participatory process with CYP are acted on, and what long-term changes are made. 12 28 29 This stage in the process is often underdeveloped, and without this step, it is difficult to feed back into the process to ensure that CYP are listened to, and changes are made. According to Cavet and Sloper, 'the most glaring gap in the evidence is the lack of evaluation of work undertaken, especially as regards any impact on service development from the involvement of young people'. 8 It is also important that CYP are involved in this evaluatory stage of the process.
Third, there must be appropriate training, structures and procedures in place to support individuals and organisations in CYP participation. According to a report exploring children's participation in decision-making developed with the National Children's Bureau and the Office of the Children's Commissioner: 'there remains a high demand for further training on evaluating children's participation and training on participation techniques and strategies. Senior staffs, however, are still less likely than front-line participation workers to receive training in participation. This would suggest that there is a bottom-up approach to training opportunities in participation'. 10 If there is no provision of accessible CYP-friendly pathways into participation, if privacy is not prioritised, if some socio-demographic groups are not represented or if CYP perceive that they are not protected from the consequences of participation, including complaints, then meaningful participation is compromised. Enabling complaints by CYP for example, need a holistic rights-led approach, which incorporates provision, protection and participation for it to be effective.
Lastly, many CYP want to be more involved in managing and improving their own health, as well as in improving healthcare services. 1 However, there is large variation in services' ability to meet these needs. For example, some trusts are developing specific websites or apps that are appropriate for CYP, empowering them to understand their illness and work in partnership with professionals to manage their treatment. However, in many other hospitals, internet access is not reliably available, and much fewer opportunities are available for CYP to become more involved in decisions about their care. 30 We propose that sustained progress in the future will depend on participation becoming a routine part of the culture of healthcare at all levels-from the 'micro' level of individual consultations between CYP and professionals, the 'meso' level of quality improvement and service development and the 'macro' level of regional or national policy development. Echoing the findings of the Francis report, 31 guidelines, policy initiatives and research findings are no substitute for building a culture where CYP are valued, their voices listened to, their needs understood and their rights respected. The work described in the box should not be interpreted as a set of discrete initiatives to be implemented over and above mainstream mechanisms of care delivery; rather, it should be seen as a core framework of a health service in which CYP rights are embedded and their voices heard as a matter of course.
Twenty-five years after the UNCRC, CYP still want their voice to be heard. All those working in health-whether at the micro, meso or macro level-must ensure that they are ready to listen, and to act on what they hear.
